Key Communication Tasks

and Qutcomes:

The Cancer Care Continuum

he cancer care continuum
Tdemarcates a patient’s cancer

experience into six phases.
The first two phases, prevention
and screening, involve the entire
population. The diagnosis, treat-
ment, and survivorship phases
eventually will involve all patients
with a diagnosis of cancer. The
end-of-life phase is relevant for
patients who have cancers that
cannot be cured but clearly is also
relevant to individuals who die of
other causes.

The patient’s position along the
cancer care continuum is one of
the most important contextual ele-
ments that determine the nature of
the concerns raised during clinical
encounters, the most relevant
health outcomes, and the specific
pathways by which communication
affects those outcomes. In Chapter
2, we described six functions of
communication (Table 4.1) and, in
general, the proximal outcomes
associated with each function. For
example, information exchange
would be expected to lead to
improved knowledge and shared
understanding. In Chapter 3, we
described pathways between com-
munication and intermediate out-
comes such as self-efficacy and
adherence, and distal outcomes
such as quality of life and survival.
In this chapter, we consider in
greater detail how each of the six
communication functions affects
specific outcomes at each of the

Table 4.1 Six Functions of
Patient/Family-Clinician
Communication in Cancer
Settings

e Fostering healing
relationships

e Exchanging information
e Responding to emotions
e Managing uncertainty

e Making decisions

e Enabling patient self-
management

six phases of the cancer care con-
tinuum.

At all phases, clinicians may have
to assess symptoms, foster change
in health behaviors, deal with
uncertainty, and/or discuss plans
for the future. Nonetheless, the rel-
ative balance and importance of
each communication task changes
as each patient moves through the
illness trajectory. Early in the con-
tinuum, there may be greater need
to share information, but later there
may be more of a need to deal with
uncertainty; e.g., whether the treat-
ment was effective. Similarly, at
each phase, different outcomes
also assume varying degrees of
importance. For example, emo-
tional well-being may be para-
mount at the time of diagnosis or
recurrence, whereas physical func-
tioning may be a more central
issue during and after treatment.
Although intermediate outcomes,

67



Patient-Centered Communication in Cancer Care

Figure 4.1 The six communication functions can help to improve survival and health-related quality of life
(HRQOL) in each of the phases of the cancer care continuum.
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such as adherence to treatment,
often are necessary steps to
achieve desired health outcomes at
some phases, communication itself
may have a more direct effect on
well-being at other phases.

At each phase, patients normally
encounter a new set of clinicians.
During the prevention and screen-
ing phases, cancer-related commu-
nication usually takes place in
primary care settings. At later
phases, surgeons and radiologists
are involved in the diagnosis of
cancer, and during the treatment
phase, oncologists, radiation
oncologists, surgeons, specialized
nurses, and technicians are
involved. Still later, patients often

68

Screening Diagnosis

Treatment

Survivorship  End of Life

Phases of the Cancer Continuum

return to primary care settings after
active treatment and often
encounter specialists in rehabilita-
tion and palliative care. Thus, com-
munication research should take
into account not only what is com-
municated but also with whom.

We suggest a taxonomy of research
agendas based on the phases along
the cancer care continuum, relevant
health outcomes, and the six com-
munication functions (Figure 4.1).
This perspective is intended to
guide research that progresses from
generalities about what improves
communication to specifics on
what will improve outcomes for a
particular patient at a given point
on the continuum. The taxonomy

indicates, for example, that it may
be possible to look at unique path-
ways and outcomes of information
exchange during the treatment
phase. It also can help identify gaps
in the literature and provide a
framework for design of interven-
tions to improve communication.

The proximal, intermediate, and
distal outcomes of communication
were summarized in Table 3.1
(Chapter 3). The discussion that
follows here (and Table 4.2) pro-
vides a framework for identifying
particularly important outcomes at
each phase of the cancer care con-
tinuum. Only some of these out-
comes have been discussed in the
cancer communication literature.
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Table 4.2 Examples of Clinicians’ Communication Tasks and Outcomes at Each Phase of the
Cancer Care Continuum*

Phase of the
Cancer
Continuum

Prevention

Screening

Diagnosis

Physicians’
Communication
Tasks

Providing individualized,
linguistically accessible
information about
cancer risks

Promoting behavior
change and appropriate
preventive interventions
to reduce cancer risks

Providing individualized,
linguistically accessible
information about the
screening test

Decision-making about
screening when
risks/benefits are unclear
or when multiple
options exist

Helping the patient to
navigate the health care
system to follow-up on
abnormal test results

Addressing the patient’s
worries and concerns

Addressing the patient’s
anxiety, fear, terror

Communicating bad
news

Promoting recall and
understanding of
diagnostic information

Helping the patient gain
access to other
diagnostic facilities

Discussing probabilistic
data

Eliciting preferences for
role in decision-making

Communicating
prognosis while
maintaining hope

Making decisions about
anticancer treatments
and advance directives

Providing support to the
patient, family,
caregivers, and friends

Proximal
Outcomes

Patient understanding
and motivation to adopt
healthy behaviors

Patient understanding of
risks and benefits of
screening

Decision concordant
with the patient’s wishes
and values

Patient understanding
of the disease,
prognosis, and
treatment options

Patient recall

Achievement of
preferred level of
involvement in decision-
making

Intermediate
Outcomes

Health behavior change
(smoking cessation,
improved diet, exercise,
etc.)

Completion of screening
according to
recommended
guidelines

Satisfaction with choice
of treatment

Improved social support
Self-efficacy

Perceptions of control

Primary Health
Outcomes

Cancer prevention

Improvement in long-
term quality of life

Early detection of cancer
(at a curable phase)

Improved health-related
quality of life, both
immediate (e.g., lower
anxiety) and long-term
(e.g., fewer cancer-
related symptoms
because of early
detection)

Timely and accurate
diagnosis

Improved health-related
quality of life (especially
emotional well-being)

cont'd on p 70
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Table 4.2 cont'd from p 69

Phase of the
Cancer
Continuum

Treatment

Survivorship
(with or without
known disease)

End of life

Physicians’
Communication
Tasks

Eliciting the patient’s
experience of
treatment, symptoms,
and side effects

Presenting information
about the effectiveness
of treatment

Deciding on future or
ongoing curative and
palliative treatments

Eliciting and responding
to emotions of the
patient, family, and
caregivers

Dealing with uncertainty
about recurrence

Eliciting discussion of
the patient’s concerns
and symptoms

Eliciting and responding
to the patient’s
emotions

Presenting bad news
and making treatment
decisions if recurrence
or progression occurs

Communicating
prognosis while
maintaining hope

Eliciting the patient’s
report of symptoms

Communicating
prognosis while
maintaining hope

Making decisions about
anticancer treatments,
life support, substituted
judgment, and hospice
care

Responding to
emotions of the
patient, family, and
caregivers

Helping the patient
navigate the transition
to hospice care

Proximal
Outcomes

Strong patient/family-
health care team
relationship

Patient understanding
of treatment and side
effects

Patient understanding
of and comfort with
uncertainty

Patient trust in
clinicians

Patient understanding
of prognosis

Decisions and
substituted judgments
concordant with the
patient’s values and
wishes

Intermediate
Outcomes

Completion of
treatment at full
recommended doses
Self-efficacy

Motivation

Adherence to long-term
treatments

Timely detection of
treatable recurrence

Proactive health
management

Improved social support

Appropriate use of
palliative treatments

Improved access to
palliative care and
hospice services

Improved social support

Primary Health
Outcomes

Remission of cancer

Improved health-related
quality of life (e.g.,
minimal side effects,
optimal physical and
emotional functioning,
minimized social
isolation)

Maintenance of
remission

Prevention of long-term
or late effects of
treatment

Improved health-related
quality of life (e.g.,
optimal physical,
emotional, and social
functioning)

Improved health-related
quality of life (e.g.,
symptoms, physical
functioning, emotional
and spiritual well-
being)

*These examples are designed to be illustrative and do not represent a comprehensive list of tasks or outcomes.
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In discussing each phase, we first
describe desirable outcomes of
communication, common commu-
nication tasks, and the pathways by
which communication improves
health. We also recognize that other
potent factors, such as the patient’s
prognosis, influence how commu-
nication affects outcomes. Starting
with current research on patient-cli-
nician communication, we provide
a roadmap for future work to study
relationships between communica-
tion and outcomes.

4.1 Prevention Phase

Effective interventions for preven-
tion involve much more than
patient-clinician interactions.
Because ideally they involve the
entire population, most prevention
efforts take a public health
approach and use mass media to
disseminate information and foster
behavior change. Our discussion,
however, specifically focuses on
how patient/family-clinician com-
munication can reduce cancer risk.
Primary care physicians, physician
assistants, and nurse practitioners
are the major sources of health
information related to prevention
of cancer in health care settings for
all patients except for patients who
have a high genetic risk for cancer.
Primary care clinicians also have
an important role in motivating
behavior change.

4.1.1 Desirable outcomes

Effective cancer prevention should
ideally result in a lower risk of
cancer, as well as a reduction in
racial, ethnic, educational, and

socioeconomic disparities in can-
cer prevention. Intermediate out-
comes along the pathway from
communication at the prevention
phase and a lower incidence of
cancer among the general popula-
tion include use of immunizations
to prevent cervical cancer and hep-
atitis B-associated liver cancer and
the adoption of healthier habits,
such as smoking cessation, exer-
cise, and sun protection.

4.1.2 Communication tasks and
Jfunctions

A large percentage of the popula-
tion has behavioral risks for cancer
that are difficult to change and
require active patient participation
and motivation. The patient-clini-
cian relationship has an important
role in fostering behavior change.
Relationship building during the
prevention phase should involve
autonomy-supportive clinician
behaviors such as active listening
and encouraging patients to become
involved in their own care, which
will help them feel more enabled'”
and motivated.** Clinicians can
help patients gain access to infor-
mation about healthy behaviors and
also can explore patients’ health
beliefs that are not concordant with
known prevention strategies.’

Patients must make decisions
regarding prevention, the most
important of which is whether to
try to change a behavior at all. In
addition, patients encounter deci-
sions regarding immunizations.
For example, now that two human
papillomavirus vaccines are avail-
able, many parents must confront

the decision of whether to immu-
nize their preadolescent children
and, if so, with which of the vac-
cines. Clinicians have a role in
making choices explicit for
patients and helping them decide
to adopt healthy behaviors.

Clinicians also should actively help
patients adopt healthy behaviors.
One method for enabling patients
is the 5-A model to guide patients
through a behavior change
process;®’ the process includes the
following:

* Asking about the behavior
* Advising the patient to change

* Assessing facilitators and bar-
riers to change

* Assisting (actively) the patient

* Arranging for further interven-
tions and follow-up

Factors related to the health care
system are also crucial. Clinical
practices that are organized around
prevention have been associated
with higher rates of recommended
cancer screening.® Well-function-
ing health care systems can pro-
vide patients access to cancer risk
reduction programs, including
counseling on diet, exercise, and
smoking cessation. In addition,
such systems can address clini-
cians’ lack of time and the compet-
ing demands in primary care
encounters that make it difficult to
focus on all relevant health risks. It
is important to note that many rec-
ommended patient self-management
strategies may be inaccessible to
patients with low socioeconomic
and educational levels unless clini-
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cians involve social agencies to
assist these patients in following
through with their healthy choices.

4.2 Screening Phase

4.2.1 Desirable outcomes

When cancer or precancerous con-
ditions are detected at an early
enough phase, they are more likely
to be curable. Early detection can
also reduce morbidity and suffer-
ing for patients who have cancers
that are not curable. Thus, the most
important intermediate outcome at
this phase is the timely completion
of recommended age-specific and
gender-specific cancer screening,
with appropriate follow-up for
abnormal results. Communication
about risks and benefits of screen-
ing generally occurs within the pri-
mary health care domain, whereas
some screening tests and follow-up
of positive screening tests often
involve specialty care.

4.2.2 Communication tasks
and functions

In the United States, many recom-
mended cancer screening proce-
dures are performed on only a
small percentage of the population.’
Lack of information may be one
reason for low screening rates, but
more often fear, inconvenience, and
lack of access are the reasons
patients do not have screening tests.
In addition, some patients have
health beliefs that cause them to
doubt clinical guidelines. For
example, patients may believe that
mammography can cause cancer or
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that recommendations for prostate
cancer screening are promoted by
special interest groups. It is impor-
tant for clinicians to understand
their patients’ health beliefs in
order to address them. Some of
these beliefs may have some basis
in current or historical fact.

Communication about screening
must incorporate several steps.
Patients must be informed about
screening and its effectiveness,
make a decision to schedule a pro-
cedure, and navigate their way
through the health care system to
have the procedures completed.
Also, because most screening pro-
cedures involve some discomfort
and inconvenience, clinicians need
to address patients’ concerns and
help make it easier to have the pro-
cedure completed. For example, a
patient who is avoiding a
colonoscopy may benefit from an
explicit discussion about the trade-
offs: the discomforts associated
with the procedure versus the pre-
sumed benefits. Some screening
procedures, such as determination
of serum prostate-specific antigen
(PSA), are controversial, with oppo-
nents suggesting that the test may
actually lead to worse outcomes.
Discussions of risks, benefits, fears,
and uncertainties involving PSA
testing are necessary, although
time-consuming. Some patients also
fear knowing the result of a screen-
ing test, considering ignorance bet-
ter than bad news. Eliciting and
discussing those fears can improve
the chance that patients will partici-
pate in screening.

Barriers to screening dispropor-
tionately affect disadvantaged,

minority, and low-literacy popula-
tions,'*"" in part because they are
more likely to experience fragmen-
tation of care, have inadequate
transportation, and be unable to
take time off from work for med-
ical visits. Racial and ethnic
stereotyping and cultural differ-
ences in language use can create
further communication barriers.'*"*
Knowledge deficits, fear, uncer-
tainty, poor access, and poor
understanding of probabilistic esti-
mates of risks and benefits can be
improved through effective com-
munication, which includes the
following steps:

e Clarify the reason for
screening

* Gain the patient’s trust

* Offer tangible help for navi-
gating the health care system

* Provide interpreters

* Provide low-literacy, culturally
informed educational materials

Involving family members in the
consultation also may be helpful in
motivating patients to follow
through with screening.

4.3 Diagnosis Phase

4.3.1 Desirable outcomes

Effective communication should
improve the likelihood that carrying
out diagnostic testing, informing the
patient of the diagnosis, and deter-
mining initial treatment choices will
be accomplished quickly, without
delays, and in an environment that
supports the patient’s emotional
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needs. Intermediate outcomes
include adequate patient under-
standing and recall of disease-
related information, including
prognosis and treatment options.
Ultimately, patients should be satis-
fied with their treatment choices
and the process by which they
reached their decisions. Improved
social support, self-efficacy, and a
sense of control are important inter-
mediate outcomes as well. Patients
with a greater sense of confidence
may make better informed choices
and may seek the support that they
need. Confidence also may help
patients anticipate and plan for the
disruptions and discomforts of anti-
cancer treatments.

4.3.2 Communication tasks
and functions

During the diagnosis phase, clini-
cians initially must accomplish the
following:

* Assess symptoms that raised
suspicion of cancer

* Address patients’ anxiety, fear,
and sometimes terror at the
anticipation of a cancer diag-
nosis, even before communi-
cating bad news

* Communicate bad news
clearly and compassionately

* Involve family members in
discussions and decisions to
the degree that it will be help-
ful and desired by patients

* Help patients recall important
information

* Assist patients with navigating
their way through the health

care system to gain access to
procedures and consultations

* Discuss probabilistic data in
ways that patients understand
so that they can participate in
discussions and decisions
about treatment

* Assess patients’ desire to par-
ticipate in decisions

* Communicate prognosis while
maintaining hope

* Help patients make decisions
about anticancer treatments
and advance directives

* Provide support to the patient,
family, caregivers, and friends

Mutual understanding and patient
involvement in the consultation are
also likely to help patients tolerate
and follow through with treatment.
All of these tasks are complex and
apply to the treatment, survivor-
ship, and end-of-life phases as
well. Because these tasks often are
encountered for the first time at
diagnosis, we discuss them in
detail in this section.

The first major communication task
at the diagnosis phase is either
assessing symptoms that have
raised the suspicion of cancer or
notifying patients of results of a
positive screening test. Some can-
cers, such as cancers of the cervix,
breast, and colon are increasingly
being diagnosed by routine or tar-
geted screening, whereas other
common cancers, such as cancers
of the lung and ovary and hemato-
logical malignancies, usually are
diagnosed in response to patients’
reporting of symptoms. The initial

Key Communication Tasks and Outcomes: The Cancer Care Continuum

process of clinical evaluation
involves gathering information
from the patient. In later phases,
clinicians provide information, but
this information often is changing
rapidly and is incomplete until the
full diagnostic picture is clear. The
entire process of diagnosis may
take a day or less, but more often, it
takes place over the course of sev-
eral days or weeks. Furthermore,
patients may need to choose which
(if any) diagnostic procedures to
pursue. The choice can be more
difficult if the diagnostic proce-
dures are uncomfortable. Patients
experience chaos, terror, and anxi-
ety during this phase, which, in
turn, affects their ability to assimi-
late information and make rational
decisions. Thus, eliciting and vali-
dating emotions may become more
important and also more difficult
during the advancement toward a
definitive diagnosis.

Patients’ decisions and understand-
ings are frequently influenced by
information from multiple health
professionals, which can some-
times be conflicting or unclear.
Consider the situation of a patient
with a brain lesion that appears
unresectable; a neurosurgeon sug-
gests a brain biopsy to establish a
tissue diagnosis, but the biopsy is
associated with a risk of brain
injury, and a radiation oncologist
suggests empirical radiotherapy
because, in all likelihood, that
would be the treatment of choice.
This case illustrates that sometimes
clinicians cannot provide a defini-
tive diagnosis or prognosis.
Although the process of establish-
ing a diagnosis is typically a very
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stressful time for patients and their
families, there has been almost no
research on communication during
the diagnostic process.

The second task at the diagnosis
phase is delivering bad news.
Although almost all patients in
Western industrialized countries
wish to know their diagnosis,
patients vary in their desire for
information about treatment and
prognosis at the time of the initial
cancer diagnosis. Clinicians must
assess how much detail patients
want. Particularly important is ask-
ing patients what role they would
like their families to play: what
information should be shared, with
whom, and when. Ideally, patient
preferences should be discussed
before diagnostic testing, but in
actual clinical practice, that is often
not the case. Because recall of such
information is typically poor, pro-
viding information in small chunks,
repeating key points, categorizing,
summarizing, and checking patient
understanding are key communica-
tion skills.”" Audio recordings of
consultations®* and written mate-
rials* may be helpful.

Managing the strong patient emo-
tions associated with hearing bad
news for the first time requires
skillful clinician use of empathy.
Patients’ emotional well-being
after a diagnosis is enhanced by
adequate preparation for the news
before diagnostic testing, presence
of friends or family members at the
consultation, discussion of the
patient’s feelings, and clear infor-
mation presented in oral and writ-
ten formats.*** Patients fear that
they will face these challenges
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alone; they need reassurance that
their physicians and other health
professionals will be there for
them when they need them.*

Communicating bad news is never
easy and often is done poorly.
However, intensive training in this
area can improve physicians’ abil-
ity and willingness to share bad
news in ways that optimize infor-
mation transfer, emotional support,
and the patient-clinician relation-
ship.”* Unfortunately, few physi-
cians and other clinicians have
participated in such training, and
frequently, participants are not
those whose skills are the most
deficient.

As discussed in Chapter 2, delivery
of bad news also may occur later in
the cancer care continuum. The
recurrence or metastasis of a tumor
that had been presumed cured may
be emotionally devastating to the
patient, require management of
information and uncertainty, and
involve treatment choices about
which less is known than primary
treatment at the time of initial
diagnosis. Complex navigation of
the health care system may be nec-
essary to get additional expert
opinions from sources outside the
institution.

The third major communication
task during the diagnosis phase is
making decisions about the initial
anticancer treatment. In some
cases of slow-growing cancers,
patients choose to forgo anticancer
treatment entirely or opt for watch-
ful waiting if it is possible that the
risk of treatment-related complica-
tions will exceed the therapeutic

benefit. In trying to measure what
constitutes a “good decision,”
researchers have considered
whether the

¢ Decision is consistent with
recommendations

e Patient feels informed and
knowledgeable

* Patient later regrets the
decision

* Patient participated at his
or her desired level of
involvement

These intermediate outcomes may
contribute to increased motivation,
self-efficacy, and a higher likeli-
hood that adequate treatment will
be completed.***!

Making decisions depends on the
availability of adequate, patient-
friendly information.”” Factors
related to the patient, clinician, and
health care system affect the type,
quality, and quantity of informa-
tion patients can obtain about their
illness and its treatment. Patients
who are more active communica-
tors tend to get better quality infor-
mation from their physicians.” In
addition to obtaining information
from their physicians, patients seek
information from a variety of
sources: other health professionals,
family, friends, the media, books,
and, especially, the Internet. Even
though patients trust their physi-
cians more than information from
the Internet, they tend to go online
for information before their initial
cancer consultation.”* When
searching the Internet, patients
may be frustrated by the lack of
useful information, confused by
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conflicting information from reli-
able sources, and/or overwhelmed
by the overload of information
without clear criteria to judge its
quality.” Clinicians can help
patients interpret and judge the
quality of these other sources.
However, even clinicians can dis-
agree with each other. In those sit-
uations, patients with strong
relationships with their family
physicians and other primary care
professionals may rely on them for
advice, or, alternatively, may seek
additional opinions from special-
ists or lay sources.

Presenting probabilistic informa-
tion about treatment effectiveness
and prognosis is challenging,* as
discussed in Chapter 2 (and in
detail in Appendix B). Because
patients and clinicians may under-
stand semiquantitative words, such
as “rare” and “mild” differently,*
clinicians should be explicit and
use graphics and written materials
as well. Patients with low literacy
generally need explanations in a
face-to-face setting, especially for
probabilistic information, and even
then may not fully understand."
Written, video-based, or Internet-
based decision aids can help to
clarify options and can affect
patients’ choices, sometimes para-
doxically decreasing willingness to
follow recommended guidelines
when the absolute reduction in risk
is low.”” An important area for future
research is the effect of decision
aids on patient-clinician communi-
cation; very little is currently known.*

Information is necessary but not
sufficient for decision-making;™
patients and clinicians need to

interpret information in the context
of the patient’s illness and his or
her values. Few clinicians in North
America and other English-speak-
ing countries follow purely pater-
nalistic models, in which the
clinician makes decisions unilater-
ally, or consumerist models, in
which the patient is an independent
agent who uses the clinician only
for advice. Nearly all patients,
when given the opportunity to par-
ticipate and express their prefer-
ences, tend to favor some degree of
involvement in decision-making.
Patients frequently do not want to
take the responsibility for making
decisions yet want to be involved
and to participate in their care in
meaningful ways.” Patients with
recently diagnosed cancer may be
cognitively compromised because
of the terror of the initial diagno-
sis, fatigue and other symptoms,
family pressure, and information
overload. Thus, they may not par-
ticipate at levels that they might
have anticipated.® Although
patients retrospectively may appre-
ciate clinicians’ efforts to help
them participate more actively, cli-
nicians also must have the flexibil-
ity to recognize when they are
imposing an unwanted burden of
responsibility on patients.*
However, reviews of interventions
to increase patient involvement in
decision-making (summarized in
Appendix E) suggest that the
degree to which patients achieve
their preferred role in decision-
making does not always lead to
increased satisfaction or a lower
level of anxiety. Rather, the quality
of the interaction and the relation-
ship may be more important—

whether patients feel heard and
understood, whether they have trust
in the clinician, and whether they
feel enabled to act on their own
behalf.**

4.4 Treatment Phase

During the treatment phase,
patients and clinicians continue
discussions about planning and
participating in anticancer treat-
ments. Patients frequently experi-
ence uncomfortable side effects
such as fatigue, nausea, and pain,
yet these may go unreported or
unaddressed. Patients may want to
discuss changing or stopping treat-
ment depending on the initial
response and side effects.

4.4.1 Desirable outcomes

Effective communication can
encourage patients to complete
surgical treatment and/or receive
adequate doses of chemotherapy
agents or radiation. Better commu-
nication can lead to lower levels of
anxiety and depression, fewer side
effects, greater social support, and
success in finding meaning."’
Completion of adequate treatment
and attention to psychosocial
issues are both associated with
improved survival and health-
related quality of life. Conversely,
poor communication may be par-
tially responsible for the inade-
quate treatment more commonly
seen in minority populations® and
patients with low health literacy."
Patient factors that influence com-
munication include access to care,
expectations, trust, and level of
activation.
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4.4.2 Communication tasks
and functions

Clinicians need to understand how
cancer and its treatments affect
their patients in order to form
stronger relationships with them.
When patients have strong rela-
tionships with members of the
treatment team, they may receive
information and social support that
help them tolerate transient fatigue
and nausea and adjust to disfigure-
ment and disability. Patients should
feel that information was shared in
ways that they could understand
and recall to help them make
informed decisions. Clinicians can
help patients take charge of aspects
of their care, gain access to needed
treatments and services, and prepare
for long-term care and surveillance.

Addressing uncertainty and wor-
ries about the future are important
at this phase but are rarely
addressed. Clinicians often do not
detect patients’ emotional con-
cerns, often leading patients to stop
raising the issues.” The nature of
worries during the treatment phase
may also differ from that during
other phases, and patients may be
afraid even to mention concerns.
Nonetheless, patients commonly
ask themselves, “Is the treatment
working?” or “Will I experience
side effects?” Clinicians should be
attentive to indirect cues,’®* initi-
ate conversations with patients
about their worries, and ask
directly about patients’ reasons for
nonadherence or discontinuation of
treatment.”® Acknowledging
patients’ emotions,™ expressing
empathy, giving choices to
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patients,” and offering referrals for
counseling are ways of responding
to patient distress.

Unfortunately, many patients
receive less than optimal anticancer
treatment. Clinicians may interpret
patients’ expressions of discomfort
differently based on racial or ethnic
stereotyping, misunderstandings,
and prior assumptions about
treatment effectiveness.” These
interpretations may result in dose
reductions that render chemother-
apy ineffective or in cessation of
treatment.

For patients, communication-
related factors that contribute to
these treatment changes include
the following:

* Lack of understanding of clini-
cal evidence suggesting that
the treatment is effective

e Lack of understanding that
lower doses may be equivalent
to no treatment at all

* Lack of understanding that
side effects may be transient
and reversible

* Distrust of the clinician, or
feeling “experimental”

e Distrust of the evidence on
which treatment decisions are
based

* Information and recommenda-
tions from other sources (par-
ticularly the Internet)

* Not feeling understood by the
clinician

4.5 Survivorship Phase

More than 10 million Americans
are living with cancer, 14% of
whom have cancer that was diag-
nosed more than 20 years earlier.
Survivorship is more common with
breast, prostate, colorectal, and
gynecological cancers than with
other common cancers, such as
lung, pancreas, and brain cancer,
for example. Currently, 64% of
adults with cancer can expect to be
alive in five years.”

Survivorship has been defined as
the time from diagnosis to death”®
and is divided into acute, extended,
and permanent phases.” In this
section, we address the extended
and permanent phases, which
begin after initial treatment with
surgery, radiation therapy, and/or
chemotherapy has been completed
(usually less than one year after
diagnosis). Survivors include indi-
viduals who have had remission
after initial treatment, who will not
have treatment-induced remission,
and who will have relapsed disease
after remission. Survivorship has
an impact on family, friends, and
caregivers.” Many of the commu-
nication issues related to survivor-
ship have been discussed in the
sections on the diagnosis and treat-
ment phases and will not be
repeated here. We address issues
that arise for patients at the end of
life in the next section.

4.5.1 Desirable outcomes

Ideally, effective communication
should result in greater likelihood
of maintenance of remission, pre-
vention and treatment of long-term
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sequelae of treatment, and
improvement in quality of life.
Intermediate outcomes include the
following: adherence to long-term
treatments (e.g., tamoxifen for
breast cancer), completion of rec-
ommended surveillance testing for
recurrence, and treatment decisions
made in concordance with the
patient’s values. Because uncer-
tainty and anxiety are common
when active treatment is com-
pleted, feeling supported and
understood are important interme-
diate outcomes on the pathway
between communication and emo-
tional well-being.

4.5.2 Communication tasks
and functions

The greatest gap between the bio-
medical perspective (cure or remis-
sion) and the patient’s illness
experience may occur at the sur-
vivorship phase. Although the cli-
nician may celebrate that the
patient has had a response to treat-
ment when the tumor appears to
have diminished in size or disap-
peared, the patient may be experi-
encing residual symptoms and
other effects of the cancer and its
treatment. Such symptoms as
fatigue, paresthesias from neuro-
toxic chemotherapy, dysphagia
from chest radiation, lymphedema
from axillary node dissection, and
slowed thinking from brain irradia-
tion are rarely totally disabling, but
they have an impact on quality of
life and self-image. Many patients
must learn to live with the results
of disfiguring surgery and may
need reconstructive surgery. They
may experience late effects of can-

cer treatment, such as secondary
cancers, obesity, sexual dysfunc-
tion, infertility, and birth complica-
tions, which are more common
than previously thought. Other
consequences of cancer are lower
earning potential® and difficulty in
obtaining health insurance.

Patients and their families continue
to need information during the sur-
vivorship phase. Patients, their
families, and their work colleagues
may have the misconception that
all cancer is fatal; patients may
interpret any new symptom as a
harbinger of disease progression
and may seek frequent diagnostic
testing for reassurance. Clinicians
and patients must decide about fre-
quency of follow-up, which tests to
use for surveillance, and the advan-
tages and disadvantages of exten-
sively evaluating new symptoms.
Further explanations of prognosis
may be needed during this phase.
Patients often want to know the
likelihood of recurrence and, if the
cancer recurs, they want to know
the effectiveness of treatment.

At some point, most patients fear
recurrence, and many worry about
their children’s and other family
members’ risk for the development
of the same cancer. Depression is
common at this phase. However,
patients may be reluctant to share
their feelings because they feel that
they should be glad treatment was
successful, and others may expect
them to feel this way as well.
Because patients tend not to dis-
close these concerns sponta-
neously, clinicians need to gain
patients’ trust and to inquire about
their concerns. Not surprisingly, a

major communication task for cli-
nicians, patients, and their families,
especially during the first few
years of survivorship, is dealing
with the cognitive and emotional
aspects of uncertainty. Achieving
an appropriate balance between
realism and hope is discussed in
greater depth in Section 4.6.

Patients who have had a good
response to treatment have less fre-
quent contact with health profes-
sionals. Patients may have fewer
opportunities to get information
and reassurance and at the same
time need to re-establish a normal
life. Family members may be
relieved and may be less receptive
to disease-focused discussions. Yet,
the patient may continue to feel
wounded, afraid, and vulnerable
long after the successful treatment
has been completed.”* Thus, the
clinician’s focus must be both on
controlling the disease and on
healing the patient. Healing begins
with the willingness and ability to
see the illness through the patient’s
eyes as well as through a clinical
lens and building a network of
social supports so that the patient
can move ahead with his or her
life. Prior patterns of responding to
stress, anxiety, and social support
may predict how patients face the
stresses of survivorship. Currently,
however, there is very little empiri-
cal literature that can guide clini-
cians to communicate more
effectively with cancer survivors.
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4.6 End-of-Life Phase

4.6.1 Desirable outcomes

Palliation, the reduction of suffer-
ing related to physical and mental
symptoms, should be part of any
cancer treatment program, regard-
less of curative intent. However,
quality of life, rather than post-
ponement of death, becomes more
of a focus of care for most
patients with treatment-resistant
cancer. Clinicians should not
assume that all patients value par-
ticular aspects of quality of life
equally. For some patients, the
ability to go to a family event may
be more important than total relief
of pain, and for others the ability
to eat may take on particular
importance. Thus, clinicians
should inquire about quality-of-
life issues directly.

4.6.2 Communication tasks
and functions

In reviews of the communication
tasks in end-of-life care, de Haes
and Teunissen * and Tattersall et
al.,” noted that the following tasks
are important:

* Eliciting information from
patients about pain and other
symptoms

* Providing accurate prognostic
information while maintaining
hope

* Managing strong emotions in
patients and clinicians

* Making numerous decisions
about initiation and cessation
of palliative chemotherapy,
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radiation therapy, and life-sus-
taining treatments

* Deciding where the patient
will live and who will care for
him or her

* Dealing with patients’ fears of
abandonment

* Handling requests from the
patient and family to use futile
therapies, to set unrealistic
goals, or to hasten death

Information exchange can be prob-
lematic in both directions. Patients
are frequently reluctant to report
pain for a variety of reasons, often
because they believe that reporting
pain represents moral failure or
weakness. The use of systematic
questioning and quality-of-life
questionnaires has helped patients
to report pain and other
symptoms.*®** Even when offered
the opportunity, however, patients
may not report symptoms, and
caretakers may take on the role of
reporting symptoms and advocat-
ing for the patient. Patient passivity
may be especially evident if the
patient has cognitive decline,
which is often noted with advanced
cancer; in such situations, caretak-
ers may assume the role of surro-
gate for the patient during
encounters with clinicians. To
make matters even more complex,
families often do not present a uni-
fied view on what is best for the
patient.

Handling strong emotions is
another important challenge in
end-of-life discussions. The
patient and family may express
strong positive and negative feel-

ings, which can be difficult for
even very skilled clinicians.
Furthermore, clinician and care-
giver burnout may reduce clini-
cians’ and family members’
ability to respond to patients’
emotions.”%

Managing uncertainty is one of the
most difficult communication tasks
during the end-of-life phase
because it involves balancing two
patient/family-clinician dialogues:
one about prognosis and one about
hope.””" Communicating prognosis
has three major challenges. First,
prognoses apply to groups, but the
illness trajectory will be unique for
each individual. Second, patients
and their families vary in their
wish to know what will happen
next. Patients who might tolerate
knowing that they have cancer may
not want to know that they are
dying.” Third, patients are often
discomfited by physician expres-
sions of uncertainty; consequently,
the clinician may feel that he or
she has to assume a posture of
expressing more than can be
known.

The dialogue on hope has similar
challenges. Patients generally want
to know the truth. However, when
asked, patients with terminal ill-
nesses often still express hope for a
cure.” Physicians often collude
with these wishes by exaggerating
or avoiding discussion of
prognosis™” even when providing
palliative treatments. Although cli-
nicians debate whether to present
prognostic information directly or
to engage in “necessary collusion”
to soften the blow of a terminal
diagnosis,””” few data support
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either method. Regardless of the
communication approach taken,
however, patients have a right to be
informed of a full range of treat-
ment options. Continuing treat-
ment with the illusion of curative
intent when the patient is dying or
saying that nothing can be done
represent paternalism and aban-
donment, respectively. Although
clinical guidelines for skillful com-
munication about these issues
exist,"””® empirical data are lacking.

A series of difficult decisions is
often made during the end-of-life
phase, perhaps more so than at ear-
lier phases of the disease—and
there is less evidence to guide each
decision. Treatment options,
including experimental treatments,
must be considered one by one.
The patient may need to decide
which clinical outcomes are most
important; for example, longer sur-
vival may come at the expense of
more treatment-related symptoms.
Clinicians should raise the issue of
advance directives, as patients do
not usually discuss them sponta-
neously.

Typically, the family becomes
more involved during the end-of-
life phase. Family engagement in
decisions varies according to the
culture and the cognitive capacity
of the patient. Clinicians must be
skilled at keeping the focus on the
patient’s wishes when communi-
cating with anxious family mem-
bers whose understanding,
concerns, and values may differ
from those of the patient.”
Conlflicts within the family about
treatment goals, resuscitation, and
hospice care are common.

Navigating the health care system
is challenging for patients who are
weakened by disease and cogni-
tively compromised. Clinicians
have an important role in advocat-
ing for patients and enabling fami-
lies to engage hospice and
palliative care teams and to man-
age home services, pain medica-
tions, insurance benefits, and other
aspects of caretaking. Clear com-
munication among the team and
with the patient’s family is critical.

4.7 The Real World of Cancer
Care

In Chapter 2, we described a gen-
eral six-function model of commu-
nication, and in Chapter 3, we
discussed some of the pathways by
which communication might affect
health outcomes. In the first part of
this chapter, we presented a model
of how the six communication
functions interact with the six
phases of the cancer care contin-
uum to affect important health out-
comes. In this section, the model
will be applied to the specific ill-
ness trajectories of two patients.
We suggest that this approach not
only will bring the model to life
but also will indicate how the
model itself is dynamic and adapt-
able to a variety of particular situa-
tions.

A model is only as good as its
heuristic value. General models
should be simple enough to be
understood but complex enough to
approximate reality and should be
applicable to a wide range of situa-
tions. All models have limitations,
and we assure the reader that the

framework we have presented is no
exception. Specifically, we have
focused on some aspects of cancer
at the expense of others. For exam-
ple, we might have considered
patient culture and ethnicity as a
more central factor in our under-
standing of communication and
health.

Both of our cases are based on real
patients, and identifying details
have been removed (Textboxes 4.1
and 4.2). One purpose of present-
ing these cases is to indicate that
human experience, including suf-
fering and well-being, does not
necessarily conform to the models
that we create to describe it. Thus,
for some patients, what seems like
bad news may provide relief that
finally there is an explanation for
their suffering. In other situations,
a single factor, such as lack of
transportation, low health literacy,
deafness, or cognitive dysfunction
may be so powerful that most com-
munication efforts are directed
toward overcoming that barrier. In
yet other situations, being well
educated can be a hindrance
because the emotional capacity to
deal with uncertainty does not
always match the patient’s intellec-
tual capacity to gather information.
The cases presented here also
highlight that families are involved
in the care of each patient with
cancer in a somewhat unique way
and that each patient and family
normally encounter multiple health
professionals who also are
involved in each patient’s care in a
somewhat unique way. Lastly, in
cross-cultural situations, communi-
cations that otherwise seem simple
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Textbox 4.1 Case of Gloria Rodriguez*

Patient’s Cancer Experience

Screening phase

Gloria Rodriguez is a 48-year-old Mexican American factory worker who
had a follow-up mammogram one year after she had discovered a lump in
the right breast. The right breast was aspirated at that time, and the
findings were benign. On the follow-up mammogram, a suspicious two-
centimeter lesion was found in the left breast.

Neither she nor her primary care physician had detected the mass by
palpation.

Ms. Rodriguez was referred to a large inner-city hospital that did not have
a regional cancer center and had a lower percentage of Board-certified
physicians on staff compared with other hospitals in the region.

Diagnosis phase

The radiologist made an appointment for an ultrasound the next day, but
the patient did not understand why an ultrasound was necessary and why
she did not have an aspiration, as she had previously. When the radiologist
said “suspicious,” Ms. Rodriquez thought he was being evasive. She missed
the ultrasound appointment because of a lack of transportation. She
attempted to call the radiology department to reschedule but was
unsuccessful.

After a two-week delay, Ms. Rodriguez had an ultrasound that suggested a
solid mass, and she was referred to a surgeon for needle biopsy later that
week. Although the ultrasonographer mentioned that the mass was
“solid,” Ms. Rodriguez did not know that the term meant that the mass
was more likely to be malignant, nor did she realize that it was more
appropriate for the diagnostic information to be conveyed by the
physician, not a technician.

Ms. Rodriguez returned to her primary care physician for a routine
follow-up visit, but the reports from the ultrasound were not immediately
available. Seeing that Ms. Rodriguez was distraught, the physician called
the radiologist to obtain the findings.

The primary care physician explained the need for biopsy and probable
surgery.
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Communication Tasks

Exchanging information: Explaining the
difference between a positive screening test
and actual disease

Managing uncertainty: Interpreting test
results

Fostering healing relationships: Establishing
trust, understanding clincians’ limitations

Enabling patient self-management:
Eliminating disparities in access to and quality
of care

Making decisions: Involving patients in
decision-making.

Exchanging information: Improving patient
knowledge about the diagnostic process

Enabling patient self-management: Guiding
the patient through the health care system

Enabling patient self-management:
Communicating within the health care system

Coordinating involvement of multiple
clinicians for the patient’s care

Exchanging information: Using electronic
communication technology

Responding to emotions: Conveying empathy
and taking action

Exchanging information: Using lay language

cont’d on p 81
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Textbox 4.1 Case of Gloria Rodriguez cont’d from p 80

Ms. Rodriguez recounted the story of her mother’s breast cancer several
years before that was caught “too late”; it had already spread and she died
within 3 years. Ms. Rodriguez did not ask any questions about the
likelihood that her own cancer would spread, and thus, her unspoken
concern was not addressed. She left the visit with the impression that the
cancer would be incurable.

She had a visit with a surgeon, the same one who performed the previous
needle biopsy. She had an idea of what to expect because of her prior
experience.

She was told that the surgeon would call with the result. However, when
the surgeon did call, the message was taken by her 10-year-old child, who
transposed the digits in the phone number. After several tries, Ms.
Rodriguez did make contact with the surgeon’s physician assistant, who
informed her that the biopsy was “positive” and that she should plan
another appointment with the surgeon and to meet with the radiation
oncologist. She was not sure what “positive” meant but assumed it meant
that the tumor was cancerous. She was very upset and confused as to what
would happen next.

She met with the surgeon’s physician assistant, who explained the options:
modified radical mastectomy or lumpectomy with radiation therapy. She
was afraid of surgery for three reasons: disfigurement, fear of spreading
the cancer, and not waking up. She did not share these concerns with the
physician assistant but otherwise found the meeting helpful and
informative.

She was given an informational pamphlet. It contained several words that
she did not understand, but with the help of the surgeon’s nurse, she was
able to get the basic idea to help her decide on lumpectomy plus radiation
therapy.

Treatment phase

A week later, Ms. Rodriguez had lumpectomy. After the procedure, the
surgeon explained that he “got it all”; the margins were clean. She
experienced more pain than she was led to believe she would have. She
called the surgeon, and her nurse suggested warm compresses. Two days
later, the pain increased and the incision reopened, draining a copious
amount of purulent material.

Her surgeon saw her later that day but offered no explanation or apology.
After a course of antibiotics, the wound healed by secondary intention but
left a scar.

The patient was not offered reconstructive surgery, but a friend later
suggested that she talk with her surgeon again about it.

Responding to emotions: Recognizing and
responding to indirect cues of patient
distress.

Exchanging information, fostering healing
relationships, managing uncertainty:
Discussing genetic testing for the sake of
family members at possible risk

Fostering healing relationships, making
decisions: Activating patients to ask
questions and participate in decisions

Enabling patient self-management:
Promoting continuity of care

Fostering healing relationships: Considering
family and social factors in communication

Exchanging information, responding to
emotions: Delivering bad news clearly and
sensitively

Exchanging information, fostering healing
relationships: Using in-person vs. telephone
vs. asynchronous communication

Enabling patient self-management:
Coordinating involvement of multiple
clinicians

Responding to emotions: Eliciting and
addressing patient fears

Making decisions: Facilitating informed
decision-making

Exchanging information: Using written and
electronic media to reinforce information
transfer and informed decision-making

Fostering healing relationships, exchanging
information, responding to emotions:
Explaining and responding to unexpected
complications

Exchanging information: Dealing with
adverse outcomes

Enabling patient self-management,
exchanging information: Making use of the
involvement of family, friends, and advocates

cont’d on p 82
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Textbox 4.1 Case of Gloria Rodriguez cont’d from p 81

Pathological findings indicated a 1.8 cm tumor and no evidence of disease
in the lymph nodes. Because of the size of the tumor, Ms. Rodriguez was
referred to a medical oncologist to discuss chemotherapy. She was puzzled
because she thought that they “got it all.” No one had mentioned
chemotherapy previously.

Ms. Rodriguez discussed the advantages and risks of chemotherapy with
the oncologist. The oncologist also discussed other alternatives such as
oophorectomy and hormone therapy and mentioned that research still is
being done to determine the best option. She was given an informational
booklet and asked to call once she had decided on the therapeutic option
and whether she wanted to proceed. The list of side effects seemed
frightening, so she did not make a follow-up appointment. She was also
worried by the word “experimental”; she thought that she would be used
as a guinea pig. Also, she did not understand the statistics on effectiveness
in preventing recurrence.

The radiation oncologist explained the course of radiation therapy and its
risks, and, after Ms. Rodriguez provided consent, a five-week course of
radiation therapy was begun. She came to know and trust the radiation
oncology technician, and her brief conversations with her each day
provided some comfort.

Survivorship phase

Ms. Rodriguez completed treatment and returned to her surgeon, radiation
oncologist, and primary care physician for follow-up visits several times in
the first year, with no indication of recurrence. Nonetheless, having not
received chemotherapy put her at a 5% to 10% higher absolute risk for
recurrence. Although she is afraid of recurrence, she and her family never
spoke of these fears, and she did not initiate discussions of these issues
with her physicians. If the cancer were to recur, she might blame herself,
however, for not deciding to receive chemotherapy.

Fostering healing relationships: Optimizing
communication among multiple clinicians and
the patient

Exchanging information: Offering both inform-
ation and the skills to process the information
Communicating with patients with low
health literacy

Responding to emotions
Making decisions: Communicating evidence
Fostering healing relationships: Establishing

and maintaining trust

Fostering healing relationships: Lowering the
level of patient anxiety

Fostering healing relationships: Coordinating
communication with multiple clinicians

Responding to emotions: Addressing fears of
recurrence

Managing uncertainty: Interpreting survival
estimates

Judging the degree of numerical detail that
would be meaningful for the patient

“Although this case is based on a real patient, details have been altered to maintain confidentiality and to avoid any

potentially identifying information.

can result in serious misunder-
standings. In one of the cases pre-
sented, a physician’s attempt to be
honest in saying that a lesion was
“suspicious” was interpreted as
evasive rather than informative
because the patient had inflated
expectations of medical technol-
ogy. To lose perspective on these
individual factors risks missing
important aspects of healing and
suffering. These cases illustrate
how during each patient’s individ-
ual trajectory, the six communica-
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tion functions and the six phases of
the cancer care continuum frame
the communication challenges and
outcomes relevant to the patient,
clinicians, and family members.

4.8 Conclusion

This chapter describes some of the
desired outcomes of communica-
tion during each phase of the can-
cer care continuum. At each phase,
relevant outcomes are different, and
the patient’s and family’s concerns

change over time. Thus, the com-
munication processes that are nec-
essary to lead to those outcomes
differ somewhat at each phase.
However, the phases have more
similarities than differences. At all
phases, a strong patient-clinician
relationship based on trust and
respect is important so that it can, if
necessary, accommodate strain at
some points and greater family
involvement at others. Similarly,
although the nature and impact of
information change during the can-
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Textbox 4.2 Case of Randall Groves*
Patient’s Cancer Experience

Diagnosis phase

Randall Groves is a 73-year-old semiretired, divorced professor of
economics. His energy has been diminishing over several months and a
sense of fullness and bloating developed in the upper left quadrant of the
abdomen. On the physical examination, there was tenderness in that area
but no mass was palpated. The findings of fecal occult blood testing were
negative, as were the results of upper endoscopy and colonoscopy. Blood
chemistry levels and cell counts were normal. He began to lose weight. His
physician suspected cancer, which he communicated to the patient. He did
not communicate that he considered pancreatic cancer most likely.

Computerized tomography (CT) of the abdomen showed a large tumor
involving the head of the pancreas. The radiologist suggested that it likely
was inoperable. This information was communicated to the patient by the
primary care physician. Mr. Groves was not surprised by the news. The
patient wanted a surgical opinion. He indicated that symptom control was
more important than life-extending procedures.

The surgeon suggested that a Whipple procedure might be possible, but
whether it could be done would be known only after the abdomen had been
opened. He estimated that the best-case scenario represented a 20% chance
of long-term survival and a 30% chance of improved quality of life. Mr.
Groves was devastated and terrified. He had not realized that the prognosis
was so poor.

Mr. Groves preferred to talk it over with his primary care physician. The
patient searched the Internet and found data indicating the prognosis was
worse than the surgeon suggested. The primary care physician contacted
the surgeon directly, who communicated a more pessimistic picture to the
physician than he had to the patient.

Mr. Groves and his primary care physician discussed and updated his health
care proxy and living will. His primary care physician offered to help clarify
the patient’s choices.

Both Mr. Groves and his primary care physician found information about a
variety of chemotherapy regimens. A further Internet search by the patient
led to 15 recently published reports, each supporting different regimens of
palliative chemotherapy. Mr. Groves tried to reconcile the multiple
conflicting sources of information about treatment effectiveness and
prognosis. Although he was highly educated, he could not always
distinguish between terms such as “treatment response,” “clinical
remission,” “radiographic remission,” and “quality of life improvement.”
He felt increasingly confused and anxious; the more he searched, the less
sure and more anxious he became.

When Mr. Groves consulted with a local oncologist, he was offered one of
the palliative chemotherapy options; other treatments were available only
through clinical trials in other cities. Mr. Groves opted not to have surgery
but chose to go to a major cancer center in another city to discuss
experimental options. He would stay with relatives there.

Communication Tasks

Exchanging information: Deciding how to
share information and clinical impressions at
different points in the diagnostic process

Responding to emotions, managing
uncertainty: Dealing with anxiety until the
diagnosis is clarified

Exchanging information, managing
uncertainty: Communicating bad news

Eliciting patient values and wishes

Exchanging information, making decisions:
Framing choices to help patients decide
among options

Communicating prognosis both accurately
and sensitively

Responding to emotions: Managing terror

Fostering healing relationships: Maintaining
trust

Exchanging information, managing
uncertainty: Dealing with complex
ambiguous medical information

Managing uncertainty: Discussing advance
care planning and end-of-life issues

Exchanging information, managing
uncertainty: Effectively using information
that patients bring to the consultation

Enabling patient self-management: Using
electronic media

Responding to emotions: Managing anxiety
related to uncertainty and cognitive overload

Enabling patient self-management:
Facilitating family involvement in care;
Reducing disparities in access to care

cont’d on p 83
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Textbox 4.2 Case of Randall Groves cont’d from p 83
Treatment phase

Mr. Groves started a course of chemotherapy. He had only mild nausea and

no other side effects.

Mr. Groves never spontaneously complained of pain and only described a
sensation of abdominal “fullness.” However, when a daughter visited from
out of town, she noted that he seemed uncomfortable and woke
frequently at night. His primary care physician consulted the palliative care
team, who made a home visit. They suggested a trial of long-acting opioid
pain medication, which improved the patient’s quality of life and sense of
well-being.

Forgotten by the physician, but addressed by the home care nurses and

clergy, were discussions about the meaning of the illness to the patient, the

process of dying, and the role of the family.

End-of-life phase

Mr. Groves completed three courses of chemotherapy, two weeks apart, but

worsened clinically. Jaundice and ascites developed, requiring paracentesis
for comfort. He postponed the fourth and final course of chemotherapy,
intending to return in a couple of weeks. His appetite and energy waned.
He required increasing doses of oral opioids to control his abdominal

discomfort. Mr. Groves and his primary care physician discussed hospice care

and suspension of further anticancer treatment.

Previously active in making decisions regarding his care, Mr. Groves

relegated these and subsequent decisions to his girlfriend, who also was his
health care proxy. He moved to another city (where she lived) and received

hospice care in the home.

Mr. Groves died two weeks later, more rapidly than anyone expected. The
day after Mr. Groves’ death, the oncologist called Mr. Groves’ girlfriend to
tell her that he had admired how Mr. Groves coped with his illness and
recognized the girlfriend’s role in caring for him.

Exchanging information: Gathering
information about the patient from family
members and friends

Making decisions: Discussing palliation while
still in the active treatment phase

Fostering healing relationships, responding
to emotions: Introducing psychosocial
dimensions into discussions

Exchanging information: Discussing
treatment failure and transition to
palliative care

Managing uncertainty: Helping the patient
articulate end-of-life wishes

Fostering healing relationships:
Accommodating patients’ changing wishes
for involvement in decision-making, and
increased family involvement

Fostering healing relationships, responding
to emotions: Communicating with the
patient’s family and friends after the
patient’s death

“Although this case is based on a real patient, details have been altered to maintain confidentiality and to avoid any

potentially identifying information.

cer care continuum, information
still must be delivered clearly and
clinicians should check whether
patients have understood. Decision-
making also changes during the
cancer continuum in terms of con-
tent, impact, and scope; but, in gen-
eral, patients want to be involved in
some meaningful way at all times.
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There is tremendous variability
among patients at any given phase
of the cancer care continuum.
Thus, each clinician should attend
to each individual patient’s illness
trajectory, needs, capabilities, and
preferences. Clinical care involves
one patient at a time. Importantly,
from a research standpoint, each
patient represents his or her unique

model for understanding the
particular communication behav-
iors that are necessary to improve
his or her survival, functioning,
and well-being.
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